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Abstract 
HOME INVASIVE MECHANICAL VENTILATOR USERS QUALITY OF LIFE: IS 
RESPONSE SHIFT THEORY SUPPORTED? 
Casey Faigle Shepard 
Dissertation Chair: Dr. Beth Mastel-Smith, Ph.D. 
The University of Texas at Tyler 
November, 2018  
 
 The use of home invasive mechanical ventilation (HIMV) has risen over the past ten 
years due to improved health outcomes, transitioning more complex care to the home, and 
evidence supports the benefits of this therapy.  In order to plan care for this population, it is 
important to understand issues that affect an individual’s quality of life (QoL).  Previous research 
provided mixed results, limited guidance of factors that affect QoL, and lacked a theoretical 
framework that lends questions to validity. 
 The first manuscript, Home Invasive Mechanical Ventilation Users’ Quality of Life: A 
Review of Literature, provides a literature review of available research focused on HIMV and 
QoL.  The second manuscript, Response Shift Theory: A Deep Dive, reviews available research 
on Response Shift Theory (RST) in order to provide in-depth understanding of concepts 
presented within the theory.  The third manuscript, Home Invasive Mechanical Ventilator User 
Quality of Life: Is Response Shift Theory Supported?, reports a single critical case study design 
to understand if RST was supported by qualitative data obtained from an HIMV user.  The 
purposes of this study were to determine the extent that RST explains QoL in a user of HIMV, 
how RST concepts explain QoL and why RST concepts do not explain QoL.  This dissertation 
portfolio opens the door to creating interventions and assessment techniques that affect QoL for 
HIMV users. 
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Chapter 1 
Introduction 
Home invasive mechanical ventilation (HIMV) is a life support system designed to 
replace or support normal ventilator lung function at home and requires a mature tracheostomy.  
Currently there is not a central database that tracks the number of people using HIMV in the 
United States; however, it has been estimated to be approximately 11,000 people (King, 2011).  
This number is estimated to be double in Europe (Dreyer, Felding, Klitnaes , & Lorenzen, 2011).   
Due to advances in medical technology people are living longer and at home with disease 
processes that would normally result in death.  Since its inception in the 1980s, the number of 
HIMV users has doubled in the last 10 years (King, 2011).  
Medical conditions that have been associated with HIMV use include obstructive lung 
diseases such as advanced COPD, neuromuscular diseases such as ALS, and some spinal cord 
injuries (American Association of Respiratory Therapist, 1992).  HIMV is most utilized in 
neuromuscular diseases that have resulted in respiratory failure (Marchese, Lo Coco, D., & Lo 
Coco, A., 2008).  Planning care to support patient centered QoL care in the HIMV population is 
difficult because of (a) the limited amount of available research, (b) varied results that do not 
account for factors that could potentially impact the HIMV users QoL, and (c) current research 
does not address physical, psychological, and spiritual changes in the HIMV user, caregiver, and 
family present in an HIMV users environment. 
The purpose of this dissertation is to further investigate QoL issues faced by HIMV users.  
Each manuscript builds iteratively and contributes further understanding of the research topic. 
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Introduction of Articles 
The first manuscript, “Home Invasive Mechanical Ventilation Users Quality of Life: A 
Literature Review”, provides an integrated review of literature.  This manuscript was submitted 
for publication to Quality of Life Research, a multidisciplinary journal that focuses on quality of 
life research.  Revisions were made based on reviewers’ feedback however article was ultimately 
rejected.  An email confirmation can be found in Appendix A.  This was an important starting 
point that laid the foundation for identifying gaps in the literature and provided focus to the 
intended research study.  Gaps identified included: a limited understanding the role of caregivers 
and the effect of social participation, physical environment and time on HIMV users’ QoL.    
The second manuscript, “The Response Shift Theory: A Deep Dive” explores the 
concepts of Response Shift Theory (RST).  RST is a theoretical model that serves to predict 
changes over time in perceived QoL as a result of interactions between catalyst, antecedents, 
mechanisms, and response shifts.  This is accomplished through linking physical, social, 
psychological, and existential aspects of well-being that are potentially affected by chronic 
disease and treatment (Sprangers & Schwartz, 2000).  While RST has been utilized frequently in 
oncology research it has yet to serve as the theoretical framework for an HIMV focused study.  
In order to test the applicability, it is necessary to fully understand the theory.   
The third manuscript describes the theoretical framework, philosophical underpinnings, 
design, data analysis, and results of the case study “Home Invasive Mechanical Ventilation Users 
Quality of Life: Is Response Shift Theory Supported?”  This study was a critical case study that 
identified gaps noted in the review of literature and clinical experience including understanding 
the role of caregivers, the work environment, identification and effect of catalysts, the effect of 
environmental contexts on QoL in HIMV users, and the effect of time on QoL.   
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Purpose of Study 
The critical case study serves to answer the following questions:  (a) To what extent does 
RST explain QoL in a HIMV user, (b) How do RST concepts explain QoL in a user of HIMV 
and (c) why do RST concepts not explain QoL in a user of HIMV?  The major aim of this study 
was to determine if RST could provide a valid theoretical framework for understanding QoL 
issues that impact HIMV users.  Determining if the RST is supported by research findings will 
provide the basis for future research, clarify concepts and definitions found in RST, and possibly 
identify other factors that contribute to or detract from HIMV users QoL. 
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Chapter 2 
Home Invasive Mechanical Ventilation Users Quality of Life: A Literature Review 
 
 
 
Abstract 
Problem: Planning care to support quality of life (QoL) in the adult home invasive mechanical 
ventilation (HIMV) user is difficult.  Limited research with varied results and outcomes makes 
planning patient centered care very challenging. 
Goals:  This review of literature will serve as an opportunity to shed empirical light on gaps in 
literature and provide the foundation for further research.   
Methods: The following literature presents: (a) background information regarding prevalence of 
HIMV, (b) general characteristics of people who use HIMV and (c) current research on QoL and 
HIMV.  CINAHL, PubMED, Cochrane, EBSCO, and Wiley were searched using the terms 
‘home invasive mechanical ventilation’, ‘quality of life’, ‘physical disabilities’, ‘assisted 
ventilation’ and limited to peer reviewed articles from 2000-2017.  The literature search was 
conducted from August, 2014 to January, 2018. 
Findings:  A total of 30 peer reviewed research articles where located with a focus on HIMV 
and QoL.  Results from each study varied however literature gaps were identified, including: 
understanding the role of caregivers, the effect of social participation on QoL, the effect of the 
physical environment on QoL, and the effect of time on QoL in those living on HIMV 
Key Words: home invasive mechanical ventilation, quality of life 
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Home Invasive Mechanical Ventilation Users’ Quality of Life: A Review of Literature 
Home invasive mechanical ventilation (HIMV) provides support for people whose 
condition would ordinarily require lifelong care in a hospital, skilled nursing facility, or other 
institution-based program.  The concept of HIMV first appeared in the 1950s with the use of the 
iron lung for people diagnosed with poliomyelitis.  The first portable home ventilator was 
approved by the Federal Drug Administration in 1977.  The use of HIMV for adults first 
appeared in the 1980’s when Dr. E.D. Sivak successfully demonstrated care of ten HIMV users 
(Sivak, Cordasco, & Gipson, 1983).  HIMV is a viable and effective treatment strategy for 
people living with chronic respiratory failure and has been associated with survival benefit 
(MacIntyre, Asadi, Mckim, & Bagshaw, 2016).  
Planning patient-centered QoL care for HIMV users is difficult because of limited 
research.  Becoming dependent on HIMV involves physical, psychological, spiritual, and 
extensile changes that are widely understudied.  Available research on HIMV focuses primarily 
on the experiences of living with HIMV and within the health care system, differences between 
home invasive and home noninvasive ventilation, and ethical issues surrounding the initiation of 
HIMV (Dybwik, Nielsen, & Brinchmann, 2012).  Deeper exploration of literature exposes varied 
results and will be discussed and highlighted in this review of literature.   
Changes experienced by people living on HIMV, who have experienced health changes 
may have variable QoL outcomes.  The purpose of this review of literature provide insight into 
available research surrounding aspects of HIMV use serve as the foundation for future research 
ultimately improving HIMV users’ QoL. 
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Review of Literature 
 The following literature presents (a) background information regarding 
prevalence of HIMV, (b) general characteristics of people who use HIMV, and (c) current 
research on QoL and HIMV.  CINAHL, PubMED, Cochrane, EBSCO, and Wiley were searched 
using the terms ‘home invasive mechanical ventilation’, ‘quality of life’, ‘physical disabilities’, 
‘assisted ventilation’ and limited to peer reviewed articles from 2000-2017.  The literature search 
was conducted from August, 2014 to January, 2018. 
Home Invasive Mechanical Ventilation 
HIMV is a life support system designed to replace or support normal ventilator lung 
function at home.  Ventilator dependence results from an imbalance between ventilator capacity 
and demand.  An HIMV user necessitates a mature tracheostomy, usually over four weeks old, 
constant ventilator support, but no longer requires intensive medical and monitoring services.  
Qualified candidates for HIMV require a fraction of inspired oxygen (FiO2) of less than 0.4 and 
positive end-expiratory pressure (PEEP) less than 10cmH2O.  Lay caregivers and non-
credentialed health care personnel can be taught skills and techniques of care (American 
Association for Respiratory Care, 1992).  The median survival time after initiation of HIMV is 
49 months and is likely linked to underlying disease process (range 3–149 months) (Marchese, 
Lo Coco, D., & Lo Coco A., 2008).  HIMV users with an underlying neuromuscular diagnosis 
compared to an underlying pulmonary diagnosis have a statistically longer survival rate 
(Marchese, Lo Coco, D., & Lo Coco A, 2008).   
The Decision to Begin HIMV 
 The initiation of HIMV is a dynamic process with many influences that impact QoL. 
Research is unclear at what point external factors such as cost and/or burden impact the decision 
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to initiate HIMV.  QoL, severity of disease, and potential admission into a long term care facility 
might impact the patient’s decision to initiate HIMV (Young, Marshall, & Anderson, 2004).  The 
decision is entangled in ethical decisions involving questions of life and death.  The concepts of 
patient autonomy, health care paternalism, beneficence and non-maleficence, withholding and 
withdrawing care, and distributive justice play a vital role in this decision.   
 Current practice aims to support patient autonomy in the decision-making process.  
Historically, the primary decision maker in initiating HIMV was the physician.  However, the 
transition to patient-centered care has changed the dynamic.  HIMV users are now in a powerful 
position determining whether to prolong their lives naturally or artificially with ventilation 
(Young, Marshall, & Anderson, 2004).  Unfortunately, a lack of knowledge about HIMV in the 
healthcare system has led to uncertainty and fear for patients as well as providers (Lindahl, 
Sandman, & Ramussen, 2003).  Factors that could ease fear and uncertainty include: (1) tailored 
information, (2) sensitivity in decision making, and (3) building trust and confidence (Dystrad, 
Hansen, & Gundersen, 2013).  It is unclear as to whether these themes are implemented in 
clinical practice.         
 Concern has been noted among health care providers that the patient’s wishes and the 
ethical challenges would be greater if the patient made an autonomous decision (Dybwik, 
Nielsen, & Brinchmann, 2012) during HIMV initiation.  Health care providers reported that 
family members influenced the decision about initiation of HIMV even if it was against the 
patient’s will, concern families did not have the proper medical skills or background to make 
significant and complicated ethical decisions concerning the initiation of HIMV, and concern 
individuals in the throes of respiratory failure were too sick to have a complete overview of the 
decision (Dybwik, Nielsen, & Brinchmann, 2012).  A systematic literature review reported that 
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not all HIMV users approved initiation of HIMV especially when done under emergency 
situations (Geisler, Karg, Borger, Becker, & Zimolong, 2010).  Reasons that affected the 
decision to initiate HIMV in emergent situations or after trauma such as spinal cord injury have 
not been explored.  Additional in-depth research focused on the decision making process could 
provide support to families, facilitate best practices, and improve QoL in HIMV users. 
HIMV Users 
Currently there is not a central database that tracks the number of people using HIMV.  In 
2010, the total number of patients receiving HIMV was estimated to be around 11,000 in the 
United States.  This estimate is based on information provided by regional medical centers and 
Medicare claims (King, 2011).  Conditions that meet the criteria of HIMV include ventilator 
muscle disorders, alveolar hypoventilation syndrome, primary respiratory disorders, obstructive 
lung diseases, neuromuscular disorders, and some spinal cord injuries (American Association for 
Respiratory Care, 1992).  Patients who choose HIMV tend to be less than 50 years of age and 
have above average household incomes (Albert et al., 2009).   
The Physical Environment 
 Quality of life, limited hospital resources, and increasing demands for prolonged invasive 
ventilation has forced healthcare providers, patients, and families to create a sustainable physical 
environment that can support HIMV (MacIntyre, Asadi, Mckim, & Bagshaw, 2016).  The home 
and physical environment impact QoL.  The home environment incorporates the social, physical, 
and caregiving environment necessary for HIMV.  HIMV is a relatively novel, expensive, and 
highly specialized treatment that, according to The Canadian Thoracic Society Clinic Practice for 
Home Mechanical Ventilation, requires an increased family support physically, emotionally, and 
financially.  Further, increased caregiver support, financial resources, additional equipment and 
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expertise in using this equipment are necessary (Douglas et al., 2011).  HIMV can facilitate a 
more typical community-based lifestyle as opposed to institutionalism for individuals who are 
clinically stable (Brooks et al., 2004).   
   HIMV users frequently require around the clock care.  There is a large gap between what 
families expect and what community healthcare services can provide (Dybwik, Tollali, 
Brinchmann, & Nielsen, 2010).  For example, HIMV users can require frequent endotracheal 
suctioning, an immediate and necessary task that prevents respiratory arrest.  Families must learn 
this task, normally completed by a nurse or respiratory therapist, and become proficient in order 
to prevent death.  Unlicensed caregivers are often hired because the family cannot care for the 
HIMV user 24 hours a day.  Formal unlicensed caregivers in the home setting are faced with 
major challenges caring for HIMV users yet posse limited formal training and work semi-
autonomously.  These caregivers assume a considerable amount of responsibility for the care and 
safety of the HIMV user and must cope with complicated situations and handle life and death 
emergencies.  A Swedish study explored the perceived competency of formal unlicensed 
caregivers of HIMV users and found a majority of caregivers rate their competence as “high” 
with no associations found between their education level, formal healthcare training, or prior 
experience.  On-the-job training was found to be the most important factor in perceived 
competence and perceived responsibility (Swedberg et al., 2015).  Competence of formal 
unlicensed caregivers in the home has not been evaluated in the United States.     
Social Participation  
The World Health Organization (WHO) defines social participation for individuals with 
disabilities as involved in life situations that help generate self-esteem, life satisfaction, and 
improve mental health.  The International Classification of Functioning, Disability, and Health 
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(ICF) identified social participation as the nature and extent of a person’s involvement in life 
situations such as work, play, and learning (World Health Organization, 2001).  Social 
participation can be assessed by activities of daily of living and social roles.  Participation 
measures are meant to include education, employment, civic, social, and leisure activities.  
Participation should be measured within the context of a person’s current health status and within 
their current social and physical environments (Healthy People 2020) and should include: (1) 
doing activities with others, (2) being with others, (3) interacting with others, (4) doing activities, 
(5) helping others, and (6) contributing to society (World Health Organization, 2001).  Social 
participation was identified by HIMV users as important to maintaining QoL (Dreyer, Felding, 
Klitnaes, & Lorenzen, 2011).  
Social participation impacts psychological and emotional need and development that 
leads to improved QoL (Yeung & Towers, 2014).  Community integration through social 
participation and functioning is an indicator in assessing QoL (Mikula et al., 2015).  Access to 
the environment has been shown to be significant predictor of satisfaction with life among 
people living with disabilities (Lindahl, Sandmanhjn, & Rasmussen, 2003).  Social participation 
provides the experience of having meaningful relationships with autonomy and self-
determination, thus affecting QoL (van Huijen & van Staa, 2013).  Evidence about social 
participation, function, and environment will likely contribute to a deeper understanding of this 
concept.  
The ability or inability to communicate and be understood by others dramatically affects 
participation, QoL, medical care, and social interactions.  A key element in determining social 
participation is the ability to communicate.  Receiving mechanical ventilation can affect 
speaking and communication and thus social participation.  Many people living on HIMV 
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experience difficulties and frustrations with their speech and voice production (Lohmeier & Hoit, 
2003).  Voices of ventilated individuals are often not heard.  A possible reason for the neglect of 
communicative issues is the natural tendency of the caregivers to focus their attention on the 
dependence on adequate ventilation and survival (Laakso et al., 2011).  The effect of 
environmental access and social participation on QoL remains unstudied in the HIMV user. 
Life Satisfaction and Quality of Life 
Life satisfaction is a cognitive assessment that is an aspect of QoL (Diener, Lucas, & 
Oishi, 2005).  The concept of contentment with life incorporates the presence of positive 
emotions in daily activities, participation in society, satisfying relationships, and overall life 
satisfaction (Healthy People 2020).  QoL is unique to an individual, extremely difficult to 
standardize, incorporates broad domains of physical, psychological, and social functioning 
(Schwartz & Spranger, 2000) and must be solely based on the individual’s self-perception.  
Findings indicate, that, in certain circumstances, HIMV users QoL was better, less, or the same 
as those who are not mechanically ventilated.  Patients treated with HIMV versus non-invasive 
ventilation believed themselves to have a better QoL (Markstrom et al., 2002).  However, for 
patients living on HIMV after spinal cord injury, non-HIMV users reported a higher QoL than 
HIMV users (Charlifue et al., 2011).  In a comparison study of HIMV users and non-HIMV 
users with an underlying neuromuscular disease, no significant difference was found in QoL 
measures (Rousseau, Pietra, Blaya, & Catala, 2011). 
Life satisfaction is a cognitive assessment of the amount of positive and negative effect 
that an individual generally experiences (Diener, Lucas, & Oishi, 2005) and encompasses 
positive emotions, participation in society, satisfying relationships, and overall life satisfaction 
(Healthy People 2020).  The onset of a disability, chronic health condition, or health event 
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triggers a complex process of adaptation or change through which people can adjust to their 
condition (Livneh & Antonak, 2005).  Poor life satisfaction has been linked to the desire to be 
removed from HIMV (Dreyer, Felding, Klitnaes, & Lorenzen, 2011); however, life satisfaction 
adjustment in HIMV users may be a long term process (Charlifue et al., 2011).   
 In Western cultures health care professionals often assume that life experienced after the 
onset of a severe disability would not be worth living.  At times health care providers 
underestimate QoL and overestimate the emotional distress experienced by people living with 
the onset of a severe disability (Charlifue et al., 2011).  
Summary 
The review of literature provided background information on the use of HIMV, general 
characteristics of HIMV users, aspects of living on HIMV, and conflicting QoL findings for 
those living on HIMV.  Several gaps were noted: the role of caregivers, the effect of social 
participation on QoL, the effect of the physical environment on QoL, and the effect of time on 
QoL in those living on HIMV.  If factors that impact QoL can be identified, interventions can be 
tested and potentially improve outcomes. 
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Chapter 3 
The Response Shift Theory: A Deep Dive 
 
 
Abstract 
Problem: Quality of life (QoL) research frequently lacks sensitivity to complexities inherent to 
human behavior.  QoL means different things to different people at different points in time 
(Schwartz & Sprangers, 2000).  Response Shift Theory (RST) serves to predict changes over 
time in perceived QoL as a result of interactions between catalysts, antecedents, mechanisms, 
and response shifts via interactions between physical, social, psychological, and existential 
aspects of well-being potentially affected by chronic disease and treatment (Schwartz & 
Sprangers, 2000).  However, Response Shift Theory concepts require further clarification. 
Objective: The aim of this article is to clarify RST concepts in order to provide further 
understanding of the theory. 
Method: CINAHL, PubMed, Cochrane, EBSCO, and Wiley were searched using the terms 
‘response shift theory’, response shift’, and ‘quality of life’ and limited to peer reviewed articles.  
The literature search was conducted from August 2015 to September 2018. 
Findings: Concepts within RST need clarification and examples.  Literature provided examples 
of conceptual definitions results in varied definitions.  The value of RST as a theoretical 
framework cannot be overlooked.  
Keywords: response shift theory, quality of life, response shift 
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Response Shift Theory: A Deep Dive 
Response Shift Theory (RST) challenges us to rethink assumptions underlying current 
methods of assessing change in a person’s quality of life (QoL).  RST highlights the dynamic 
nature of QoL and suggests that cross-sectional assessments at various points in the disease 
trajectory do not reflect the experience of the individual over the entire disease process 
(Schwartz & Sprangers, 2000).  Application of RST to clinical research has been limited outside 
of the oncology realm.  Through further understanding and evaluation of RST, researchers may 
understand that people constantly respond to bodily changes and the signals from their bodies 
(Wilson, 1999).  When there is a change in health away from homeostasis, people begin the 
process of response, readjustment, reassessment, and coping all of which are integral to RST and 
merit further evaluation.  The purpose of this paper is to present literature that aids in clarifying 
concepts found in RST.  A schematic representation, historical perspectives and a review of 
concepts central to RST including antecedents, catalyst, mechanisms, response shift, and 
perceived QoL are presented below.  
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Figure 3.1 
 
 
Figure 3.1: Schematic drawing of the Response Shift Theory.  Adapted from integrating 
response shift into health-related quality of life research: A theoretical model by Carolyn 
Schwartz and Mirjam Sprangers, 2000, Social Science & Medicine, 48, p. 1507-1515. Copyright 
2000 by Elsevier.  Reprinted with permission. 
Historical Perspectives 
Victor Frankl (as cited in Schwartz & Spranger, 2000) discussed “practicing the art of 
living” when describing his experiences in concentration camps.  This phenomenon involves 
finding personal meaning and beholding the goodness of life despite horrific and unrelenting 
circumstances (Schwartz & Spranger, 2000).  Frankl’s description of his experiences in 
maintaining QoL homeostatis in the face of tragic events guided the development of RST.   
The RST also has roots in Control Theory.  Response shift is directed towards 
maintaining homeostasis through a dynamic process, a key aspect of Control Theory.  Through 
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the course of chronic illness, there is constant change.  Therefore flexibility is necessary to 
maintain an acceptable perceived QoL (Schwartz & Spranger, 2000).  The RST describes the 
differences between what is expected and what is perceived evaluation of QoL (Barclay-
Goodard, King, Duouloz, & Schwartz, 2011) in order to maintain control of an individual’s 
perceived QoL. 
Antecedents 
Antecedents describe an individual’s stable or dispositional.  Antecedents influence both 
the catalyst and mechanism.  Antecedents include socio-demographics such as gender, education, 
spiritual identity, and personality traits such as optimism, self-esteem, and sense of control 
(Schwartz & Sprangers, 2000).  Research is needed to address which dispositional characteristics 
play a role in the response shift process (Schwartz & Sprangers, 2000).  While the concept of 
antecedents is clearer than other concepts within the RST, the impact dispositional characteristics 
may have at different points in disease trajectory is unclear (Schwartz & Sprangers, 2000).  For 
example, gender and age may be important at initial diagnosis but personality traits such as 
optimism might play a larger role later in the disease course.     
Catalyst 
Catalyst is defined as the progression of disability (Schwartz & Sprangers, 2000) or the 
cause of a change in health status.  Examples include the nature of onset, duration, severity, 
pervasiveness, and changes in the direction of disease trajectory known as flares (improvement 
or deterioration) or changes in the social or physical environment (Sprangers & Schwartz, 1999).  
Researchers utilizing RST as a theoretical framework defined catalyst as a change in one’s health 
(Schwartz & Sprangers, 2000) or goals in order to function within a new (Rampkin, 1999) or 
deteriorating health state compared to others (Lepore & Elton, 1998).  Catalysts impact QoL and 
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may or may not result from treatment (Schwartz & Sprangers, 2000).  Physical systems have 
primarily been identified as catalyst (Rapkin, 1999).  Each catalyst has a different effect on QoL 
and is dependent on the nature and development of the mechanism (Sprangers & Schwartz, 
1999).  It is unknown if the impact of a catalyst on response shift is affected by rate of onset, 
duration, or severity (Schwartz & Sprangers, 2000).      
Mechanisms   
Mechanisms encompass behavioral and cognitive processes that are used to 
accommodate changes induced by the catalyst and set the stage for a response shift (Schwartz et 
al., 2007).  Examples include coping strategies, initiating social comparisons, seeking social 
support, and reframing expectations (Schwartz & Sprangers, 2000).  Mechanisms facilitate 
adjustment (Dibb, Ellis-Hill, Donovan-Hal, Bunidge, & Rushton, 2014).   
Goal reordering is a mechanism that has been explored in the RST literature.  Reordering 
goals leads to two different types of response shifts.  Reconceptualization, that is, different goals 
matter to me now compared to before, and reprioritization, the same goals matter but they are 
now of different importance (Rapkin, 1999).  Reconceptualization and reprioritization represent 
a shift in concerns, challenges, and opportunities to cope with an illness trajectory.         
Like goal reordering, coping has been the focus of previous examination.  Coping refers 
to the thoughts and behaviors a person uses to regulate distress, manage the problem, and 
maintain positive well-being (Richards & Folkman, 1998).  Coping impacts both the situation 
and the individual’s appraisal of the situation.  Events that are brought to a clear conclusion lead 
to a positive or negative appraisal (Richards & Folkman, 1998).  However, in the case of chronic 
disease or disability, an individual is more likely to experience loss, threat, or distress that will 
require additional coping mechanisms (Richards & Folkman, 1998).  Other examples of 
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mechanisms were not found in literature providing the opportunity for further research and 
clarification.   
Response Shift 
The concept of response refers an individual’s assessment, judgment, report, or rating of 
a current health state.  The notion of shift implies a change in the individual’s response (Wilson, 
1999).  Response shift indicates a change in a participant’s self-evaluation of QoL (Sprangers & 
Schwartz, 1999).  Response shifts can reflect any change in internalized standards for judging 
health, changes in the relative weighting of different attributes, and changes in the 
conceptualization of health (Schwartz & Sprangers, 2000).  
 Change is an essential in understanding the response shift.  Response shifts can occur 
because of changes in internal standards or characteristics an individual holds important, values 
such as self-determination, or life satisfaction (Sprangers & Schwartz, 1999).  An operational 
definition of response shift may be defined as a deviation of an observed score from some 
expected value if QoL can be measured or an associated with a change in the way that individual 
appraised QoL (Rapkin, 1999).  
 Response shift can have a positive or negative effect on QoL and is variable (Schwartz & 
Sprangers, 2000).  It is reasonable to assume that the health care provider’s goal is for positive 
response shifts indicating better QoL.  However, when applying RST to research, the focus 
should be monitoring if a shift occurred (Barclay-Goddard et al., 2011).  The process of 
maintaining QoL homeostasis reflected within RST, demonstrates the variability of QoL within 
an individual (Schwartz & Sprangers, 2000) and may explain paradoxical findings common in 
QoL research.  The theory does not require that response shifts be a conscious process (Schwartz 
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& Sprangers, 2000) and it is possible that more severe changes in health status can elicit a more 
extreme shift (Lepore & Elton, 1998).   
It has also been proposed that response shifts might reflect cognitive processes that 
enhance or sustain QoL in people facing chronic health conditions (Lepore & Elton, 1998).  This 
notion is supported by evidence that individuals experiencing negative and severe side effects 
from cancer treatment such as chemotherapy, do not appear to experience deterioration in their 
QoL (Lepore & Elton, 1998).  This same research also highlights how response shifts can 
explain the relationship between physical health problems and QoL and how response shifts can 
be viewed as an adaptive mechanism (Richards & Folkman, 1998).    
Perceived Quality of Life and Feedback Loop 
According to theory authors, perceived QoL is a multidimensional construct 
incorporating the domains of physical, psychological, and social functioning (Schwartz & 
Sprangers, 2000).  Perceived QoL is not a single state but instead a multifaceted process 
(Sprangers & Schwart, 1999) that takes into account antecedents, mechanisms, and the response 
shift.  It is important to note that self-report measures, those that are recommended to obtain 
perceived QoL data, are susceptible to contaminating effects such as mood, social desirability, 
and cognitive dissonance (Schwartz & Sprangers, 2000).      
The feedback loop within the RST is central to understanding theoretical propositions.  A 
catalyst may prompt behavioral, cognitive and affective processes necessary for adapting to 
illness.  These processes have the potential to change an individual’s standards, values, or 
conceptualization of QoL.  This response shift will then influence perceived QoL.  Mechanisms 
are dependent on dispositional characteristics (antecedents).  Thus antecedents have direct and 
indirect influence on the response shift.   
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The feedback loop does not represent a single process.  However it is a complex, 
multifaceted, and dynamic reality of adaptation to illness (Schwartz & Sprangers, 2000) that is 
meant to be judged over time.  The process depicted in the feedback loop is meant to occur 
iteratively, happen continuously, and meant to depict either positive or negative adaptation 
(Schwartz, 2010).  The feedback loop process could be an adaptation or buffer between a 
stressful event, such as chronic illness or disability, and a decline of well-being or physical 
health (Donohoe, 2011). 
Strengths and Weakness of Response Shift Theory 
 Several weaknesses of the theory were identified.  Concept ambiguity makes it difficult 
to operationalize and measure theoretical concepts.  The process leading to a response shift is 
unclear (Barclay-Goddard et al., 2011) as is why certain individuals experience a response shift 
and others do not.  It has been proposed that individuals who do not experience a response shift 
may not be ready for change; however, this has not been documented and the theory does not 
address an individual’s readiness for change (Barclay-Goddard et al., 2011).  Another weakness 
of RST is the varying definitions of a catalyst.  Catalyst has been defined as 1) changes in one’s 
own health (Schwartz & Sprangers, 2000), 2) change in goals in order to function within a new 
health state (Rampkin, 1999), and 3) a deteriorating of health state compared to others (Lepore & 
Elton, 1998).  Additional research is needed to provide clarity.    
 A strength of RST is the theoretical foundation it provides when studying QoL (Barclay-
Goddard et al., 2011) despite limited operation and conceptual definitions.  Supporters and 
developers of RST have begun work on developing tools to measure response shift.       
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Summary 
 RST encourages researchers to think about common clinical phenomena more carefully.  
RST provides insights into difficult clinical problems and represents a promising theoretical 
framework for application in future research focused on QoL.  However, in order for RST to 
serve as the theoretical framework, concepts must be more clearly identified and defined.  
Clarification will improve measurement of response shift.   
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Chapter Four 
 
Home Invasive Mechanical Ventilation Users Quality of Life: Is Response Shift Theory 
Supported? 
Abstract  
Problem: Planning evidence-based, patient-centered quality of life care for the adult home 
invasive mechanical ventilation (HIMV) population is difficult because of the limited amount of 
available research.  Exploration of current HIMV literature exposed varied quality of life (QoL) 
results and outcomes.  People living on HIMV often experience a health catalyst or change in 
health status that results in a shift in QoL.  Current research has failed to take into account 
changes in internal standards, values, or QoL in HIMV users.  The Response Shift Theory (RST) 
has the potential to explain this phenomenon but has yet to be utilized as the foundation for 
research with this population.  
Goals: The purpose of this single critical case study was to test the applicability and validity of 
RST for adult HIMV users.  This study serves as an opportunity to shed empirical light on the 
concepts and principles presented in the Response Shift Theory.  
Methods: A single participant critical case was utilized to demonstrate the applicability of the 
Response Shift Theory in a HIMV user.  Conceptual and operational definitions provided 
construct validity.  Data collected created an evidence database that supported the triangulation 
of data.  A logic model developed from data was matched with theoretical predicted events of the 
Response Shift Theory.  
Findings: This single case study supports and provides additional evidence regarding QoL for 
HIMV users and the use of RST in further research.  The case highlights that the initiation of 
HIMV is complicated, QoL for those living with HIMV can be variable and affected by time, 
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and the importance of communication and social participation to the HIMV user. Concepts such 
as independent living, activity, and work and their impact on perceived QoL are also discussed  
Key Words: Response Shift Theory, home invasive mechanical ventilation, quality of life 
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Home Invasive Mechanical Ventilation Users Quality of Life: Is Response Shift Theory 
Supported? 
Mechanical ventilation first appeared in the 1950s with the use of the iron lung for 
patients diagnosed with poliomyelitis.  The first portable home ventilator was approved by the 
FDA in 1977 (Siva, Codrescu, & Gipson, 1983).  The use of invasive mechanical ventilation at 
home (HIMV) for the adult population first appeared in North America in the 1980’s and was 
born out of a necessity to provide support for patients whose condition would ordinarily require 
lifelong care in a hospital, skilled nursing facility, or other institution-based program.  Several 
countries have centralized databases that track the number of HIMV users and reported that 
numbers have double over the last 10 years (King, 2011).  Currently no centralized database 
exists in the United States that tracks the number of people using HIMV.  In 2010, it was 
estimated that between 11,000 and 49,000 people in the US receive HIMV (King, 2011).  This 
estimate is based on information provided by regional medical centers and Medicare claims.   
No studies that examined quality of life (QoL) in the HIMV population from a holistic 
perspective were found.  Hospital readmission rates, risk related to HIMV use, employment 
needs and access, and environmental barriers are unknown for this population.  This leaves 
HIMV users disempowered, despite advances in the disability movement, by a failure of science, 
the health care system, and society.  Factors such as communication, mobility, and equipment, 
all of which affect QoL in this population, need to be considered through a holistic lens. 
Limited research makes planning patient centered quality of life care difficult for people 
living on HIMV.  Research has focused primarily on the experiences of living with HIMV, 
differences between home invasive and home noninvasive ventilation, and experiences of health 
care providers surrounding the initiation of HIMV (Dybwik, Nielsen, & Brinchmann, 2012).  
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Based on the researcher’s clinical observations and experience, HIMV dependence involves 
physical, psychological, and spiritual changes in the user, caregiver, and family and experiences 
vary person to person.  Current HIMV literature exposed varied results and did not account for 
factors that could potentially impact the HIMV user’s QoL.    
Review of Literature 
 The following literature presents (a) background information regarding prevalence of 
HIMV (b) general characteristics of people who use HIMV and (c) current research on QoL and 
HIMV.  CINAHL, PubMed, Cochrane, ESBSCO, and Wiley were searched using the terms 
‘home invasive mechanical ventilation’, ‘quality of life’, ‘Response Shift Theory’, ‘physical 
disabilities’, ‘social participation’, and ‘life satisfaction’ and limited to peer reviewed articles 
from 2000-2017.  The literature search was conducted from August, 2014 to July, 2017. 
 Home Invasive Mechanical Ventilation and Home Invasive Mechanical Ventilation Users 
HIMV is a life support system designed to replace or support normal ventilator lung 
function at home.  Conditions that lead to the use of HIMV include ventilator muscle disorders, 
alveolar hypoventilation syndrome, primary respiratory disorders, obstructive lung diseases, 
neuromuscular disorders, and some spinal cord injuries (American Association of Respiratory 
Therapist, 1992). The median survival time after initiation of HIMV is 49 months and is likely 
linked to underlying disease process (range 3–149 months) (Marchese, Lo Coco, D. & Lo Coco 
A., 2008).  Patients with an underlying neuromuscular diagnosis compared to an underlying 
pulmonary diagnosis have a statistically significant longer survival rate (Marchese, Lo Coco, D., 
& Lo Coco A., 2008).       
The HIMV user requires constant ventilator support via a mature tracheostomy, usually 
over four weeks old.  Intensive medical and monitoring services found in the hospital are 
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unnecessary.  Eligible candidates for HIMV require a fraction of inspired oxygen (FiO2) of less 
than 0.4 and positive end-expiratory pressure (PEEP) less than 10cmH2O; lay caregivers and 
non-credentialed health care personnel can be taught skills and techniques for care (American 
Association of Respiratory Therapist, 1992).   
The majority of research provided background information on gender, age, and 
underlying diagnosis.  In the United States most HIMV users are men, have an underlying 
neuromuscular disease diagnosis, and are approximately 50 years of age (Dystrad, Hansen &, 
Gundersen, 2013).  However, amyotrophic lateral sclerosis (ALS) patients who choose HIMV 
and participated in a qualitative study were less than 50 years of age, had above average 
household incomes, and had a more proactive orientation to living despite disability (Albert et 
al., 2009).   
 The Decision to Begin HIMV 
The decision to begin HIMV has been minimally explored.  Historically, the primary 
decision maker in initiating HIMV was the physician (Lindahl, Sandman, & Rassmussen, 2003).  
However, the transition to patient-centered care has shifted the focus to patients making care 
decisions, including whether to initiate HIMV.  This puts patients in a powerful position when 
determining whether to prolong their lives with ventilation or end their lives naturally.  Health 
care providers reported various experiences with the decision-making process during HIMV 
initiation.  Families influenced the initiation decision even if it was against the patient’s wishes 
and providers questioned the family and patient’s ability to make an informed choice (Geisler, 
Karg, Borger, Becker, & Zimolong, 2010).  Factors associated with making the decision to 
initiate HIMV in emergent situations or after a trauma, such as spinal cord injury, have not been 
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studied.  In depth investigation of the decision-making process could help providers support 
families and facilitate best practices. 
Effects of HIMV Use 
 Disadvantages of invasive mechanical ventilation include increased risk for infection, 
tracheal damage, speech alterations, and an increase cost and requirement for assistance 
(Marchese, Lo Coco, & Lo Coco, 2008).  However, HIMV is associated with a reduced risk of 
aspiration and fewer tracheostomy related complications compared to invasive mechanical 
ventilation (Marchese, Lo Coco, & Lo Coco, 2008).  The number of hospital readmissions due to 
emergency is lower in HIMV users with an underlying neuromuscular disease compared with 
pulmonary disease (Huttmann, Windish, & Storre, 2015).  No evidence was located to support 
clinical observations that HIMV users have an increased incidence of pneumonia, skin 
breakdown, suctioning difficulties, and communication impairments compared with non-invasive 
mechanical ventilation users.  
The Home Environment 
 The home and/or physical environment impacts QoL in people living on HIMV (Brooks 
et al., 2004).  A holistic appraisal of the home environment includes social, physical, and 
caregiving factors.  Current research focused on the caregiver role and has yet to examine other 
environmental issues. 
 HIMV users frequently require around the clock care.  A large gap was found between 
what families expected and what community healthcare services can provide (Dybwik, Nielsen, 
& Brinchmann, 2012).  Community healthcare services cannot provide frequent endotracheal 
suctioning, a task that prevents aspiration and respiratory arrest.  State regulations require 
suctioning to be performed by licensed healthcare providers such as respiratory therapists or 
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nurses (American Association for Respiratory Care, 1992). To prevent respiratory arrest, families 
must learn and become adept at sterile or clean suctioning techniques.  Only one study examined 
characteristics of families serving as primary caregivers to HIMV users.  More than half (58%) 
of care provided is solely by families, 70% of family caregivers also work outside of the home, 
and 33% reported being overburdened (Fernandez et al., 2009).   
Formal unlicensed caregivers, those paid for services, often fill gaps in care at home 
when the family is absent, unavailable, or cannot provide full-time care.  These caregivers 
assume considerable responsibility for the care and safety of the HIMV user, must cope with 
complicated situations and handle life and death emergencies, yet possess limited formal 
healthcare training and work semi-autonomously (Swedberg, Michelsen, Hammar Chiriac, 
Hylander, & Chiriac, 2015).  In Sweden, the majority of formal caregivers of people living on 
HIMV self-rate their competence as “high” with no associations found between education level, 
formal healthcare training, or prior experience (Swedberg, Michelsen, Hammar Chiriac, 
Hylander, & Chiriac, 2015).  Competence of formal HIMV user caregivers has not been 
evaluated in the United States. 
When examining the physical environment of people living on HIMV, it is important to 
consider the work environment.  The American Disability Act (ADA) provided work 
environment protections and requires employers to provide accommodations that allow those 
living with disabilities to perform functions of a job and to enjoy benefits and privileges of 
employment.  Employment rates in this population have not been documented. The work 
environment of HIMV users has not been describe and clinical experience and observations 
revealed many employment related issues including the inability to obtain appropriate health 
insurance, decreased income, and lack of appropriate work place accommodations.   
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Social Participation 
The World Health Organization (2001) defines social participation for individuals with 
disabilities as being involved in life situations that help create self-esteem, life satisfaction, and 
improve mental health.  The International Classification of Functioning, Disability, and Health 
(ICF) identifies social participation as the nature and extent of a person’s involvement in life 
situations such as work, play, and learning (World Health Organization, 2001).  Social 
participation is frequently assessed by measuring an individual’s level of participation in 
activities of daily living and social roles (World Health Organization, 2001) and is vital in the 
understanding and development of QoL (Yeung & Towers, 2014).  Understanding community 
integration and environmental provides a deeper understanding of QoL (Mikula et al., 2015) 
because it provides the experience of having meaningful relationships with autonomy and self-
determination (vanHuijzen & vanStaa, 2013).  Social participation, in general, requires the 
ability to communicate verbally.  Mechanical ventilation support can seriously affect speaking 
and communication and thus social participation (Laakso et al., 2011).  Clinical experiences and 
observations suggest that HIMV users are socially isolated.  The effect of limited access to the 
outside world and environment remains unstudied in people living with HIMV. 
Quality of Life and Life Satisfaction 
Life satisfaction is a cognitive assessment that contributes to QoL and is a subjective 
measure (Diener, Lucas, & Oishi, 2005).  Life satisfaction is defined as a cognitive assessment of 
the amount of positive and negative affect that individuals generally experience (Diener, Lucas, 
& Oishi, 2005).  Life satisfaction encompasses positive emotions, participation in society, 
satisfying relationships, and overall life satisfaction (Healthy People 2020).  Quality of life 
(QoL) is unique to an individual, extremely difficult to standardize, and measuring it effectively 
and objectively is challenging. Various authors have cited a variety of QoL definitions.  The 
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Response Shift Theory defines perceived QoL as a multidimensional construct incorporating the 
broad domains of physical, psychological, and social functioning (Schwartz & Sprangers, 2000) 
and must be solely based on the individual’s self-perception.  Reports of HIMV users’ life 
satisfaction and QoL were contradictory.   
Findings indicated that, in certain circumstances, HIMV users QoL was better, less, or 
the same as those who do not live with mechanical ventilation.  Patients treated with HIMV 
versus non-invasive ventilation believed themselves to have a better QoL (Markston et al., 2002).  
However, for patients living on HIMV after a spinal cord injury, non-HIMV users reported a 
higher QoL than HIMV users (Charlifue et al., 2011).  In a comparison study of HIMV users and 
non-HIMV users with an underlying neuromuscular disease, no significant difference was found 
in QoL measures (Rousseau et al., 2011). 
The onset of a disability, chronic health condition, or health event triggers a complex 
process of adaptation or change which has the potential to affect life satisfaction (Livneh & 
Antonak, 2005).  Poor life satisfaction has been linked to the desire to be removed from HIMV 
(Dreyer, Felding, Klitnaes, & Lorenzen, 2011); however, life satisfaction adjustment in HIMV 
users may be a long-term process (Chalrifue et al., 2011).  If life satisfaction is a long-term 
process, it stands to reason that HIMV users unable to achieve sufficient levels might want to be 
removed prematurely.   
Summary of Review of Literature 
  The review of literature provided background information on the use of HIMV, general 
characteristics of HIMV users, prevalence of secondary conditions associated with HIMV use, 
and conflicting findings on HIMV and QoL.  Several gaps were identified including 
understanding the role and responsibilities of caregivers and the effect of the following on HIMV 
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users’ QoL: work and social environments, secondary conditions, and the effect of time on 
HIMV users’ QoL.  None of the available evidence utilized a theoretical framework making both 
quantitative and qualitative validity questionable.  The Response Shift Theory (RST) identifies 
factors that affect QoL when an individual’s health status changes (Sprangers & Schwartz, 1999) 
and has yet to serve as the foundation for research focusing on HIMV users.  If factors that 
impact HIMV users’ QoL can be identified, interventions can be tested and potentially improve 
patient outcomes.  The purpose of this single critical case study is to understand if the RST is 
supported by research findings. 
Research Question and Propositions 
 The research questions for this study are: (a) To what extent does RST explain QoL in a 
user of HIMV, (b) How do RST concepts explain QoL in a user of HIMV, and (c) How do RST 
concepts not explain QoL in a user of HIMV?  Theoretical propositions direct attention to 
concepts that should be examined during data analyses and guide the search for relevant 
evidence (Yin, 2014).  Propositions for this study were: (a) Catalyst stimulate mechanisms, (b) 
Mechanisms and antecedents cause response shift, (c) Response shift influences perceived QoL, 
(d) Antecedents can directly or indirectly influence response shift and (e) Catalyst, mechanisms, 
antecedents, and response shift influence perceived QoL.  
Philosophical Underpinnings  
 Realism served as the basis for this single case study design.  Much of case study 
research is orientated towards a realist perspective, which assumes the existence of a single 
reality that is independent of any observer (Yin, 2014) and focuses on identifying mechanisms or 
truths that explain how and why reality unfolds as it does in a particular context (Yin, 2014).  
Casual mechanisms provide the foundation for realism and are defined as truths that help to 
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explain how an effect is produced within important contextual conditions pertinent to the case or 
context (Yin, 2014).  This context can then transcend into a more general mechanism and be 
universally applied.  Case studies based in realism inquiry are purposefully chosen to test and 
refine theory (Patton, 2015).     
In this study, the RST was tested in the context of the adult HIMV population.  Interview 
and observational data were analyzed for examples of RST concepts that might serve as 
mechanisms to explain perceived QoL.  If support of the RST is determined and theoretical 
concepts are confirmed, more general mechanisms can be tested and applied.   
Theoretical Framework 
QoL research frequently lacks sensitivity to the subtleties or complexities present in 
inherent human behavior.  Adding to the complexity, QoL means different things to different 
people, but can also mean different things to the same person over a disease trajectory (Sprangers 
& Schwartz, 2000).  The RST (Figure 4.1) serves to predict changes over time in perceived QoL 
as a result of interactions between catalyst, antecedents, mechanisms, and response shifts.  The 
RST links QoL to the physical, social, psychological, and existential aspects of well-being that 
might be affected by a disease and its treatment (Sprangers & Schwartz, 2000).  While 
predominately applied in substance abuse and cancer QoL research, the RST was utilized in this 
study to advance understanding of QoL in the HIMV user. 
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Figure 4.1 
 
Figure 4.1: Schematic drawing of the Response Shift Theory.  Adapted from Integrating 
response shift into health-related quality of life research: A theoretical model by Carolyn 
Schwartz and Mirjam Sprangers, 2000, Social Science & Medicine, 48, p. 1507-1515. Copyright 
2000 by Elsevier.  Reprinted with permission. 
Antecedents are constant characteristics present in the participant.  Antecedents include 
socio-demographics such as gender, education, spiritual identity, and personality traits such as 
optimism, self-esteem, and sense of control (Schwartz & Sprangers, 2000). 
Catalyst is defined as the progression of disability (Schwartz & Sprangers, 2000) or a 
change in health status.  Examples include the nature of onset, duration, severity, pervasiveness, 
and changes in the direction of disease trajectory known as flares (improvement or deterioration) 
or changes in the social or physical environment (Sprangers & Schwartz, 1999).  Catalysts 
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impact QoL and may or may not result from treatment (Schwartz & Sprangers, 2000).  As a 
theoretical concept, catalyst requires further development (Schwartz & Sprangers, 2000).      
Mechanisms encompass behavioral and cognitive processes that are used to 
accommodate to changes induced by the catalyst (Schwartz et al., 2007).  Examples include 
coping strategies, initiating social comparisons, seeking social support, and reframing 
expectations.  Like catalyst, mechanisms require further investigation (Schwartz & Sprangers, 
2000).       
Response shift indicates a change in a participant’s self-evaluation of QoL (Sprangers & 
Schwartz, 1999).  Response shifts can occur because of changes in internal standards, values, or 
life satisfaction (Sprangers & Schwartz, 1999).  Response shift does not always have a positive 
effect on QoL and is variable (Schwartz & Sprangers, 2000).  The process of maintaining QoL 
homeostasis reflected within the Response Shift Theory, demonstrates the variability of QoL 
within an individual (Schwartz & Sprangers, 2000) and may be the reason for paradoxical 
findings previously noted.  However, as an outcome, QoL could be different for each catalyst 
and dependent on the nature and development of the mechanism.   
According to theory authors, perceived QoL is a multidimensional construct 
incorporating the domains of physical, psychological, and social functioning (Schwartz & 
Sprangers, 2000).  Perceived QoL is not based on the rater’s frame of reference but instead on 
the process of shifting the rater’s frame of reference (Schwartz & Sprangers, 2000).  Perceived 
QoL is not a single state but instead a multifaceted process (Sprangers & Schwart, 1999) that 
takes into account antecedents, mechanisms, and the response shift.   
The feedback loop within the RST is central to understanding theoretical propositions.  A 
catalyst may prompt behavioral, cognitive and affective processes necessary for adapting to 
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illness.  These processes have the potential to change an individual’s standards, values, or 
conceptualization of QoL.  This response shift will then influence perceived QoL.  Mechanisms 
used are dependent on dispositional characteristics (antecedents).  Thus, antecedents have direct 
and indirect influence on the response shift.  No nursing literature was located that used RST as 
the guiding framework; however, nursing interventions focused on promoting or supporting 
positive antecedents and mechanisms will foster QoL in the face of ever-changing conditions.  
Design 
 This study used a single critical case study design to understand if RST was supported by 
qualitative data obtained from an HIMV user.  A case study is an empirical inquiry that 
investigates a contemporary phenomenon in depth within a real world context when the 
boundaries between the phenomenon and context are unclear (Yin, 2014).  A case study design, 
which answers “how” and “why” questions, was appropriate for this research project because 
understanding QoL in those living with HIMV is a contemporary concept in which behaviors and 
aspects of the Response Shift Theory cannot be manipulated as variables.  This case study was 
based on a holistic design, providing the best opportunity for understanding the global nature 
(Yin, 2014) of QoL in HIMV users and reflects the underlying universal nature of the RST.  The 
RST was evaluated for full representation of concepts and propositions as it applies to this case.   
Conceptual and operational definitions, which support construct validity (Portney & 
Watkins, 2009), are presented Table 4.1.  Interview questions are presented to link concepts 
research questions and propositions. 
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Table 4.1: Conceptual and Operational Definitions of Important Concepts 
Concept Conceptual Definition Operational Definition Interview Guide Question 
Antecedents Antecedents are stable or 
dispositional characteristics 
of the individual (Schwartz 
et al., 2007) 
Examples include 
demographic information, 
education level, occupation, 
personality traits such as 
optimism and self-esteem, 
impairments, and spiritual 
identity 
“Tell me about life before 
HIMV?” and “Tell me 
about yourself?” Followed 
by questions that will probe 
answers. 
Catalyst The role of a catalyst is to 
provide identification of a 
change in health status or 
related events hypothesized 
to have an impact on quality 
of life (Schwartz et al., 
2007).   
Response Shift Theory 
authors have not explored 
operational definitions of 
catalyst.  Potential catalysts 
include hospitalizations, 
infections, and changes in 
environment. 
“What happened to result in 
your being an HIMV user?”  
Followed by questions that 
will probe answers. 
Mechanisms Mechanisms encompass 
behavioral and cognitive 
processes that are used to 
accommodate to changes 
induced by the catalyst 
(Schwartz et al., 2007).   
Response Shift Theory 
authors have not explored 
operational definitions of 
mechanisms.  Potential 
examples include coping, 
social comparison, social 
participation, and goal 
setting 
“Tell me about life after 
HIMV?”  Followed by 
questions that will probe 
answers. 
Response Shift Response shift is the process 
of change that leads to a 
potentially different 
standard, value, or life 
satisfaction (Sprangers & 
Schwartz, 1999). 
 Examples include changes 
in internal standards, 
changes in values, or 
changes in life satisfaction.   
 “What affects your QoL?”  
Followed by questions that 
will probe answers. 
Quality of Life 
(QoL) 
Components of quality of 
life that are deemed 
important to the person, 
current functioning and 
satisfaction with functioning 
as identified by the person 
(Healthy People 2020) 
Components and factors of 
and individual’s life that 
are deemed important to 
that person. 
“What affects your QoL?” 
and “How do you define 
QoL?”  Followed by 
questions that will probe 
answers. 
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Methods 
Sample 
The critical case was an adult long time HIMV user with an underlying disease process 
that requires 24-hour ventilation.  Sophie was the participant’s chosen pseudonym.   
Human Subject Approval and Informed Consent 
   University of Texas at Tyler Institutional Review Board (IRB) approved the study and 
full disclosure of the intent to use protected health information was provided to the IRB prior to 
the initiation of research activities.  The study participant was recruited from a vulnerable 
population; therefore, extra precautions were taken to avoid exploitation and harm (Portney & 
Watkins, 2009) through diligently providing respect for the participant, ensuring there was 
individual and societal value, maximizing benefits and minimizing harm, using sound 
methodology to produce scientific validity, and ensuring the research was fair and just 
(VanGeest & Cummins, 2008).  The participant provided informed written consent.  
Data were coded without using the participant’s name.  Identifying codes were kept 
separately from the rest of the data.  Data, table shells and field notes were stored in a lock box 
and on a password-protected computer located in the researcher’s office.  Only the researcher 
and dissertation chair had access to the data.   
Data Collection 
 Data collection served as an objective inquiry into capturing the unique perspective of the 
HIMV user.  Multiple sources, transcripts and observations, of evidence provided 
complementary data triangulation (Yin, 2014).  Using multiple sources of evidence, creating a 
case study database, maintaining a chain of evidence, and exercising care when using data from 
electronic sources helped to ensure construct validity and reliability of evidence (Yin, 2014). 
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During data collection the researcher (a) asked good questions and interpreted the 
answers fairly (b) was a good listener and was not trapped by existing ideologies or 
preconceptions (c) stayed adaptive in order to see newly encountered situations as opportunities 
not threats (d) had a firm grasp of the issues being studied and (e) avoided biases by being 
sensitive to contrary evidence and conducted research ethically (Yin, 2014).  The researcher 
collected all data and followed a data collection protocol and interview schedule.  Research 
questions focused on theoretical constructs that helped to explain QoL and sought alternative and 
rival explanations.  Data table shells with precise axis labels helped focus data collection and 
became the first step of data analysis (Yin, 2014).  Special care was taken to ensure the data 
collection process was scheduled at a time that was convenient and acceptable to the participant 
to avoid fatigue.   
 Data collection was completed in the participant’s home and at a pace acceptable to the 
participant from January to May 2018.  Ten interviews were completed, conducted repeatedly at 
different times until data saturation was achieved and varied in length depending on participant’s 
stamina.  The participant lost her voice during data collection; therefore, she took many breaks 
during the course of data collection which totaled 160 hours.  Because the setting of the 
interview was the home of the HIMV user, direct observations were recorded as field notes.  
Interviews were recorded and transcribed verbatim by the researcher within 24 hours after each 
interview.    
 A case study database was created in NVivo.  The database consists of data table shells, 
field notes, annotated bibliography, and narrative compilations (Yin, 2014).  Shells and notes 
were organized according to major topics.  The narrative compilations consist of data collected 
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from open-ended questions in the case study protocol (Yin, 2014) and served in the infancy of 
data analysis (Yin, 2014).   
Data Analysis 
 High-quality analysis involves evaluation of all evidence, analysis of possible rival 
interpretations, and prior expert knowledge (Yin, 2014).  Data analysis was assisted by NVivo 
software.  An iterative process was used that included entering textual data, defining an initial set 
of codes, and allowing the software package to locate within the data all words and phrases 
matching these codes (Patton, 2015).  Once output was generated it was studied to determine 
whether meaningful patterns emerged.  Codes were developed from reviewing data within data 
table shells, field notes, and narrative compilations (Patton, 2015).   
  Interviews were recorded, transcribed, and ongoing analysis was completed.  Forty-two 
hours of interview data was analyzed.  Data were then analyzed using a logic model to identify 
meaningful patterns over ten months.  The logic model operationalized data collection into a 
chain of events over time (Yin, 2014).  Events were staged in a repeated cause-effect-cause 
pattern.  The model matched observed to theoretically predicted events.  A key element in using 
the logic model was the analysis of transitions between events and relationships.  This was 
particularly important while evaluating theories of change such as the RST (Yin, 2014).   
Yin (2014) discussed four tests on which to evaluate the quality of social research 
including construct validity, internal validity, external validity, and reliability.  Construct validity 
was established via the use of operational conceptual definitions (Patton, 2015), a second 
experienced researcher reviewed transcripts and data analysis, a draft of the final case study was 
reviewed by the participant.  In addition, multiple sources of evidence encouraged convergent 
lines of inquiry (Yin, 2014).  Addressing and exploring rival explanations and the use of a logic 
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models exhibits internal validity (Yin, 2014).  A theory based single-case study demonstrates 
external validity (Yin, 2014).  The development and use of a case study protocol and case study 
database helped minimize errors and biases in the study and further reliability (Yin, 2014).  
Examination of alternative and rival explanations proved study rigor (Patton, 2015). 
Findings and Discussion 
The purposes of this study were to determine the extent that RST explains QoL in a user 
of HIMV, how RST concepts explain QoL in a user of HIMV and why RST concepts do not 
explain QoL in a user of HIMV.  Three separate Response Shift Theory Loops (RSTLs) emerged 
from the data; move to independence, becoming a ventilator user, and potentially losing the 
ability to talk.   These are presented chronologically and aim at answering the proposed research 
question and addressing the propositions.  RSTLs are presented from the study participant’s 
perspective to help determine if and how the RST does or does not explain QoL in a single 
HIMV user.  Because findings and discussion are tied to RST, these sections are integrated and 
presented together.  Comparison with previous evidence for contextualization and implications 
for practice follow.     
Background of Participant 
 Sophie was diagnosed with a progressive neuromuscular disorder at an early age.  She 
became a permanent wheelchair user during elementary school and has been living on HIMV 
for 17 years.  Her parents presumed she would live with them and they would take care of 
her until they were no longer able to do so.  As a child, her only social comparisons died at a 
young age, therefore, Sophie assumed she would follow their example and decided she may as 
well let her parents support and care for her.  Her brother was emotionally supportive.  
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Sophie earned graduate degrees, considers herself a spiritual person, lives and works 
from home and is assisted around the clock by formal caregivers.     
RSTL 1:  Move to Independence 
Antecedents.  According to RST, antecedents are stable or dispositional characteristics; 
one potential antecedent is the individual’s social environment.  Sophie lived with her parents 
until the age of 25, describing her home environment as mostly nurturing; however, it 
was also dysfunctional and emotionally violent, qualities that motivated her to independence.   
“My mother was passive but my father was an ‘angeraholic’ and ‘rageaholic’ I guess but 
that was acceptable in his Polish culture”.    
Sophie’s environment inculcated values, not previously identified as antecedents by RST, 
including aspirations for further education, personal growth, and independence.  This emphasis 
stimulated her desire for graduate education.  She has vivid memories of her father teaching her 
about the stock market and her mother teaching her about managing day-to-day finances, looking 
for bargains, and how to shop.  “I think that is a critical part of independence and I learned that 
from day one”.  Core values influenced Sophie’s mechanisms and response shift.  It is suggested 
that an individual’s core values be considered an additional RST antecedent. 
 Personality traits, according to RST, serve as antecedents.  Sophie’s family modeled the 
importance of being a self-advocate from a young age, a trait she adopted.  Her mother was 
“fierce as a tiger when she saw something that wasn’t right”.  For example, 
“One day my mother saw some city workers tearing up a corner near our house and 
laying down a new sidewalk.  My mother asked ‘well why don’t you put a ramp in that 
sidewalk, because that would help my daughter a lot’.  They told her ‘oh, we can’t do that 
because we do not have the orders’.  So she marched down to the city, and I had to sit in 
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the car because they did not have ramps.  She went inside, found out who was in charge 
of that, and had them come outside and meet me, and talk to me about why it was 
important to put a ramp into that sidewalk…she launched an avalanche that sparked me 
to change things that aren’t right”. 
A specific personality trait that might be considered an antecedent that impacts response shift 
and HIMV users’ QoL is self-advocacy. 
Catalyst.  RST suggests that catalysts are events that impact quality of life and include 
change in the social / physical environment.  In Sophie’s case, her desire for a change in the 
social and physical environment served as a catalyst.  A second catalyst in Sophie’s move to 
independence was a getting a power wheelchair.  After completing her undergraduate degree, 
Sophie was offered a teaching position at a university four blocks from her parent’s home; 
however, the position required independent mobility.  A state rehabilitation agency provided a 
power wheelchair and independence.  “I never had that independent mobility, so I rejoiced when 
I finally got mobility back with this power chair.  The personal growth that came after 
that kinda tilled the ground for me to move farther and farther into independence”.    
Mechanism.  Encouragement and support by Sophie’s brother served as a mechanism in 
Sophie’s journey towards independence.  Her brother provided examples of social comparisons, 
an identified RST mechanism, that is, others who lived to the age of 60. 
“You have your whole life ahead of you, you don’t have to stay here, there are a lot of 
other people who have severe disabilities like yours and worse and they are out there 
living independently. You can do it, in fact you have to do it . . . or you will rot away 
here”. 
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Response Shift.  Response shift can be represented by changes in an individual’s 
conceptualization of what is possible.  The evidence her brother presented “shattered my 
perceptions of (my disease)”.  Sophie’s brother encouraged her to consider independence from 
her parents which prompted a shift in what she conceptualized as conceivable. 
“He gave me the inspiration to do the really hard work of figuring out how on earth I was 
gonna live without my parents’ support.” 
Once Sophie made the decision to move towards independence, her parents “were behind me 
100% but they were really, really worried, really afraid for me”.  This social support served as 
another mechanism in Sophie’s quest for independence.   
Perceived Quality of Life.  At the age of 25, Sophie’s journey into independence was a 
time of great adventure and discovery that ultimately improved her QoL. 
“Once I got free of my home as it were, I suddenly got very interested in exercise and I 
joined a swimming program”. 
During her college years while still living at home, Sophie wanted to become a 
“hippie, but how can you be a hippie when your mom is always around?” 
In order to fulfill this desire after she made her leap to independence, Sophie moved into a co-
operative house after initially living in the college dormitory. At the co-op, Sophie was able to 
take baths in private, something she couldn’t do in the dorm. 
“I used to light candles, and play music and let the warm water just flow all over me….I 
was so relaxed”. 
Working to achieve and experience independent living improved Sophie’s QoL. 
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RSTL 2:  Becoming a Ventilator User 
Several events occurred almost simultaneously and had diverse impacts on Sophie’s QoL.  
She engaged in an online environment connecting with other HIMV users.  She acquired 
pneumonia, was hospitalized and initiated dependency on a ventilator.  In addition, her long-time 
attendant became pregnant.     
Antecedents.  Two chronological antecedents existed prior to Sophie becoming a 
permanent ventilator user.  After leaving her parents’ home, Sophie engaged in the online 
environment, a specific environment not discussed in the context of RST.  Later, she began to 
experience more associated symptoms with her disability, particularly breathing problems.  She 
was having “a lot of headaches, fatigue, sleeping during the day, and getting very depressed”.  A 
sleep test indicated profound sleep apnea requiring nightly BiPAP use over the next ten years.  
Sophie’s health changes represented associated symptoms in Sophie’s physical condition and, 
with online engagement, served as antecedents that ultimately impacted response shift.   
Catalyst.  Three catalysts impacted the second RSTL, progression of disability,  infection 
and hospitalization, and Sophie’s attendant’s pregnancy.  Progression of Sophie’s disability 
served as a catalyst for full time ventilator use.  “I could see the progression… So I knew that 
was in the landscape”.  Sophie’s career soared resulting in frequent traveling. Unfortunately, her 
body suffered and she felt “more tired, more depressed, having more problems breathing, and 
getting more frequent respiratory infections”.  As a result of disability progression, Sophie 
acquired pneumonia. She was unable to clear her lungs, which produced tremendous anxiety and 
resulted in hospital admission.  A respiratory therapist suggested trying a pneumatic vest (a 
vibrating vest intended to loosen mucus). After 45 minutes, the pneumatic vest had loosened the 
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mucus present in Sophie’s lungs; however, she lacked the diaphragm strength to physically clear 
the mucus from her lungs. Quickly her lungs collapsed. 
“I couldn’t breath and I called the nurse and they checked my blood gas, my oxygen 
saturation was going down, and they called the resident. The resident looked at me and 
said ‘Oh my God, oh my God, you are going to asphyxiate, we will have to do a 
tracheostomy’. And I said okay do it. He said ‘No, no you don’t understand that means 
cutting a hole in your throat’.  And I said I do understand.  I made the decision a long 
time ago if that’s what I need to stay alive, by all means do it.  Well they were still 
thinking I was deranged.” 
Eventually they called Sophie’s mother, brother, and primary medical team, and an emergent 
tracheostomy was completed without sedation.  Progression of Sophie’s disability resulted in 
infection and subsequent hospitalization, the latter proposed additional RST concepts.  Shortly 
after, Sophie’s attendant delivered a baby which added to the social and physical environment. 
Mechanism and Response Shift.  Several mechanisms helped Sophie maintain internal 
standards in response to HIMV use.  First, social participation (not previously identified as a 
mechanism by RST) with other HIMV users in the online environment provided her with 
understanding, knowledge and social comparisons.  “I learned that ventilators are not something 
to be afraid of so I had that mentality”.  Her new contacts prepared her for becoming an HIMV 
user.  Sophie utilized the mechanism of goal reordering to help maintain internal standards.  
Once discharged from the hospital and rehabilitation facility, she reflects 
“The trauma of getting a trach was a whole new era and my life changed in many, many 
ways. I got encouragement from the department administrator to take this opportunity [to 
receive long-term disability benefits] now I had a disability that was bonafide.  My other 
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disability that I had since birth did not count since I could function so well but now I had 
an onset of a severe disabling condition called respiratory failure.  I should retire and live 
off the benefits.  This did not set well with me”. 
Sophie reframed her work priorities and goals, eliminating travel and committee work, to ensure 
her work quality and production remained at the same level, an internal standard. 
HIMV forced Sophie to make many difficult and emotional changes that impacted her 
body image.  Bathing and toileting left her no privacy.  Learning to cope, a RST mechanism, 
with this new reality was challenging and negatively affected her QoL. Sophie reflects about this 
time eloquently: 
“Making the decision to go on the ventilator was easy, life after was hard. I never realized 
it was going to involve a whole new body image and a whole new lifestyle” 
At the time Sophie was adjusting to HIMV use, her long-time personal attendant, who 
Sophie considered family, became pregnant.  Her attendant lived with Sophie and the pregnancy 
was scary for Sophie.  Up to this point, she had abided by warnings from health care providers to 
stay away from children because of the risk of infection.   Yet, 
“This life [of the baby] was stirring and new and so fresh from God, it just overwhelmed 
me, and it was literally like a light that entered into me and I just became alive in a whole 
new way. That did something to me and put everything else in perspective”.  
Sophie reframed her beliefs about children and welcomed the opportunity to be a part of a new 
life.  Again, she reordered her goals from work as her first and only priority to include family.  
This change in standards and values is best reflected in her current description of her home 
environment.  “I mean there’s always kids running around, and the life energy of kids is 
wonderful as much as it’s frustrating”.   
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Perceived Quality of Life.  Sophie’s perceived QoL during this time varied frequently. 
Immediately after being placed on the ventilator, Sophie experienced an improved QoL. 
“I was overwhelmed with this flood of oxygen, awareness, and clarity.  Being able to see 
colors, people’s faces, and seeing details like I had not in so many years.  After getting 
the trach I felt all that anxiety lift off me like a dark cloud”. 
Sophie’s experience reflects the RST authors’ intent, that is, finding personal meaning and 
beholding the goodness of life despite horrific and unrelenting circumstances (Sprangers & 
Schwartz, 2000).  After being discharged from the hospital, Sophie went to a rehabilitation 
center to regain strength and learn the logistics of living with HIMV.  During this time, she 
reflected on the physical exhaustion and symptoms that greatly affected her QoL.  “I would have 
a lot of episodes that my muscles would just spasm into knots and this was very painful”.   
RSTL 2 represents both positive and negative catalysts.  Progression of Sophie’s 
disability and hospitalization had a negative impact.  At the same time, the arrival of her 
attendant’s baby changed the social environment and participation, caused changes in values and 
positively impacted Sophie’s QoL.  This RSTL highlights the potential for positive and negative 
catalysts, antecedents, and the impact of various mechanisms on HIMV users’ QoL.   
RSTL 3:  Potentially Losing the Ability to Talk 
Antecedents.  The third RSTL, potential loss of speech, occurred when Sophie 
developed abrasions around her tracheostomy, an associated symptom for those living with 
HIMV.  Abrasions consisted of redness and skin irritations that developed into painful skin 
fissures and eventually into cellulitis.  Even the slightest movement flooded her body with pain.  
Late in the year, her voice quality began to change.  “My voice was getting very croaky 
sounding, raspy, and continued to get worse, worse, worse”. 
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Catalyst.  Sophie’s tracheostomy site and respiratory infection left her without a voice.   
This catalyst occurred during data collection, an event not previously reported. 
“I couldn’t talk. I was absolutely mortified that whole period of time, January, February, 
when I couldn’t communicate.  I was getting very depressed, because I thought my whole 
life depends on communicating.  I’m a lecturer.  I’m a teacher.  How can I function if I 
can’t talk?” 
As with RSTL two, infection served as a catalyst for changes in Sophie’s QoL.   
Mechanism.  During this time, Sophie was unable to employ her normal coping skills.  
“My coping [with disability] is [through my]work and this was removed because of my inability 
to communicate”.  Throughout her adult life Sophie had to take breaks from work to recover 
from illness, however the inability to speak was different.  There was intense, immense 
uncertainty if she would ever regain her voice, an integral part of who she was.  Field notes 
reflect the gravity and emotion observed when discussing the possibility of never speaking again. 
“It looked like it would never go away. There is a difference in your quality of life when 
you know it will end versus not end.  You enjoy the evening [and] night because you 
know daylight is going to come.” 
She said “I mean, I’ve got this nice little bag of coping tricks that I use for everything else, but I 
could not fathom coping with not being able to talk”.   The potential loss of speech dramatically 
limited Sophie’s ability for social participation.  Without access to her usual coping mechanisms 
and social participation, Sophie was stagnated.  
Response Shift and Perceived Quality of Life.  Sophie did regain her voice; however, 
her stamina was very low.  “If I go out of the house to do something, I come back, and that is all 
I can do for the whole day.  I can’t even work.  I just get so physically and mentally exhausted”.  
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During this period Sophie never experienced or accepted a change in her internal standards or 
values. 
“You asked me about my values. Well my biggest value is work and writing.  I feel like I 
have to push myself to get things done at work.  I feel frustrated because [with] the 
limited physical and mental resources I have right now, I can’t fit work and writing into 
that scenario”. 
Sophie remains unable to employ her usual mechanisms, she does not accept a change in internal 
standards and values, thus her QoL deteriorated as a result of speech loss. 
Pervasive Concepts not Associated with RSTLs and Proposed Refinements to RST 
 Interviews and data analysis revealed several concepts not currently found in RST that 
were present in all three RSTLs.  These concepts were critical to Sophie’s case and merit further 
exploration.  Concepts and proposed refinements to RST are discussed in subsequent paragraphs. 
Core Values as Antecedents.  RST has not explored how personal core values impact 
QoL.  As discussed during the first RSTL, values inherent in her childhood home included 
education, personal growth and independence.  Another value, self-determination, impacted 
Sophie’s QoL.  Self-determination is the ability to freely choose one’s own acts or state without 
external compulsion or autonomy (Monin, Schulz, Martire, Connelly, & Czaja, 2014).  
Achieving and maintaining self-determination dominated many aspects of Sophie’s life.  She 
exercised self-determination in her physical environment and treatment modalities.  Sophie 
described her physical environment as thriving, full of energy, and change by choice.  “It’s not 
stagnant in any sense.  There is nothing that stays the same.  We change furniture, we change the 
people.  I mean there’s always kids running around”.  Sophie chose to utilize a productive 
occupation as a coping mechanism and demonstrated self-determination when navigating her 
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personal journey through health care and medical treatment, consciously making the decision to 
initiate HIMV.  Self-determination and autonomy are values that might serve as antecedents.   
A second personal value that strongly influenced Sophie’s QoL was independent living.  
Independent living, broadly defined, is when a person seeks to maximize his or her independence 
and self-determination and lives in the community (American Heritage Dictionary, 2002).  
Sophie associated independent living with having the ability to have financial freedom, live in a 
place of her choosing, and achieve goals that reflect her core values.  Personal core values, like 
personality traits which are considered antecedents, should be considered when supporting 
HIMV users through response shifts.  Elicitation of an individual’s baseline core values might 
illuminate possible mechanisms that can be employed to positively impact an HIMV user’s QoL.   
Catalysts.  Sophie attained independent living with the assistance of equipment and 
caregivers, two catalysts that promoted QoL.  Sophie frequently referred to her formal 
unlicensed caregivers as attendants who provide around the clock health care including 
suctioning and ventilator trouble shooting, assistance with activities of daily living including 
dressing, feeding, bathing and companionship. 
“There are not that many people in the world who are willing to live that intimately with 
a stranger…you have to give them more than they get from you and it has to go beyond 
money, you have to give, offer, and invest in the people you employ”. 
Equipment such as a power wheelchair, a mechanical invasive ventilator and attendants helped 
provide independence.  These factors might be considered social or physical environment 
catalysts by RST and not previously delineated. 
Hospitalization, a second unrecognized catalyst by RST, negatively impacted Sophie’s 
QoL.  She stated “You don’t talk about quality of life when you’re in the hospital.  It’s like being 
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in prison.  I mean, it comes about as close as anything for me as being in hell”.  Being in a 
hospital is a direct reminder of disability progression that invokes negative and traumatic 
associations, initiating a response shift, and alters QoL depending on mechanisms in place.   
Mechanisms.  Based on the data, an additional mechanism is suggested, social 
participation.  Social participation was a mechanism Sophie used to help her adapt to changes.  
Specifically, Sophie used both written and oral communication to facilitate social participation.  
Her ability to write, teach, and lecture defines her.  “Communication, it was everything of what I 
am”.  The significant role communication played was evident in that when she was unable to 
speak, Sophie’s QoL deteriorated. 
Sophie clearly identified coping mechanisms that illustrate the importance to achieving 
QoL.  Sophie’s usual coping mechanisms included spending time in her garden, spirituality, 
work, reading, and creative writing.   
“My happiest hours are when I have a project that is due immediately, and I get all kinds 
of adrenaline rushing, and I can devote my entire attention to it, and block out all 
distractions.  This usually involves three things.  First is analyzing data.  The second is 
writing, especially creative writing, oh, I love creative writing, and the third is just 
reading, reading books.  I can get lost in the world of books”.   
During the interview process, Sophie faced complete loss of a major tool in her coping 
mechanism tool box, talking and working.  Her response to this event highlights a potential gap 
in applying the RST that merits further research.  In the face of progression of disability, what 
effect does losing a mechanism have on perceived QoL and what role does time and acceptance 
have in these situations?  Based on study findings, a refined RST schematic is proposed: 
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Figure 4.2: Proposed refinements RST schematic.  Refinements noted in purple. 
 Findings support the use of RST in HIMV users.  Concepts discovered during data 
analysis expand those already proposed and provide clarity utilizing concrete examples.  
Clarification of the social and physical environment, an antecedent, to include both the home and 
online environment for the HIMV user sheds light on the importance online communities can 
have on HIMV users.  Identification of breathing problems, tracheostomy infection, and fissures 
provides an understanding of associated symptoms for HIMV users.  Values such as education, 
self-growth, self-determination, and independence were clear antecedents that impacted 
mechanisms and created a slow building catalyst as evidence by RSTL, moving to independence.  
Clear catalysts were present.  Clarification of what changes to the social and physical 
environment means to the HIMV user and the addition of “hospitalization” is supported in 
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RSTLs becoming a ventilator user and potentially losing the ability to talk.  The identification of 
social participation as a mechanism is confirmed in RSTL potentially losing the ability to talk.   
 The RST has not been previously applied in research focused on HIMV use.  The RST 
and proposed refinements provide a meaningful and holistic glimpse into issues that dramatically 
affect the QoL for an HIMV user.  Applying the RST to future HIMV research opens the door to 
creating interventions and assessment techniques that affect the QoL for an HIMV user. 
Findings in Light of Previous Research and Implications for Practice and Research 
 This single case study partially supports RST and provides additional evidence regarding 
QoL for HIMV users.  Propositions were also partially supported.  Sophie’s case highlights that 
the initiation of HIMV is not always smooth even when an individual had previously considered 
and discussed ramifications of the potential event.  QoL for those living with HIMV can be 
variable and affected by time.  This study demonstrated the importance of communication and 
social participation to the HIMV user, a topic previously not explored.  The importance of 
independent living, activity, and work and their linkages to QoL were illuminated.  
 Study findings have the potential to impact and improve nursing research and practice.  
Nurses should facilitate and examine the impact of education programs for healthcare providers 
regarding HIMV initiation.  Results also provide the foundation for nurses to develop and 
examine the effect of environmental preparation programs for HIMV users, their families and 
attendants.  Nurses should collaborate with speech therapists to explore the impact of 
communication on HIMV users’ QoL.   Programs which help patients and families transition 
from HIMV initiation to independent living are also needed.  Future research should examine 
HIMV users’ relationships with caregivers and the impact on the individual’s QoL.   
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Strengths and Limitations 
A limitation of this case study was the single participant design; the case had the potential 
to not be as originally perceived (Yin, 2014).  However, the researcher carefully investigated the 
potential case to ensure that data collection was maximized and the study avoided a 
misrepresentation of any concept or theory that was explored.  Careful investigation by the 
researcher of the potential case reduced the chances of maturation and attrition (Portney & 
Watkins, 2009).  Reflexivity was a limitation (Yin, 2014).  Although the nature of prolonged 
time in the field may result in a researcher/participant relationship, the process was monitored by 
the dissertation chair to ensure objectivity.  Reflexivity was controlled through the use of self-
awareness and researcher journaling during fieldwork and data analysis that examined the 
researcher’s self-critical sympathetic introspection and self-conscious scrutiny (Patton, 2015). 
Several strengths are noted.  A case study represents careful, thoughtful study design.  
Adding depth to the meaning of antecedents, catalyst, and mechanisms within the RST provides 
greater insight into the theoretical framework.  Use of operational definitions provided guidance 
beyond subjective judgments (Yin, 2014).  The exploration of rival explanations and use of a 
logic model provided internal validity to inferences made that linked casual relationships (Yin, 
2014).  The early establishment of research questions, propositions, and theory demonstrated 
external validity (Yin, 2014).  Operationalizing steps and procedures through the use of a case 
study protocol allows this case study to be repeated by another researcher and thus provides 
reliability.      
Summary 
The purpose of this single critical case study was to understand if the Response Shift 
Theory is supported by research findings.  The importance and value of this research project is 
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highlighted by the gaps noted in the review of literature and clinical experience including 
understanding the role of caregivers, the work environment, identification and effect of catalysts, 
the effect of the environment and time on QoL.  Data supports the use of the RST in future 
research, additional clarification on concepts, a potential new proposition and definitions that 
contribute to and detracted from HIMV users’ QoL.  Findings from this research study may 
shape interventions that improve HIMV users’ QoL.  
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Chapter 5 
Summary and Conclusions 
 This portfolio consists of three manuscripts.  “Home Invasive Mechanical Ventilation 
User Quality of Life: A Literature Review” provided background information on the use of 
HIMV, general characteristics of HIMV users, prevalence of secondary conditions associated 
with HIMV user, and conflicting findings on HIMV and QoL.  Several gaps were identified 
including the role of caregivers and the effect of the following on HIMV users QoL; work and 
social environments, secondary conditions, and the effect of time on HIMV users QoL.  None of 
the available evidence utilized a theoretical framework making both quantitative and qualitative 
validity questionable.     
 “The Response Shift Theory: A Deep Dive” provided understanding of theoretical 
concepts.  Current literature lacked a theoretical framework that took into account relationships 
between QoL, physical, social, psychological, and existential aspects of well-being that affect 
HIMV users.  A theoretical foundation was determined critical in providing validity to further 
research.  Because RST had not served as the foundation for research focusing on HIMV users, it 
was necessary to evaluate and understand theoretical concepts.  A deep dive into RST allowed 
for theoretical understanding and identification areas that necessitated clarity.  This resulted in 
identifying inherit strengths and weaknesses of the theory.  Strengths of RST are that it continues 
to be a theoretical focus for QoL research despite limited operation and conceptual definitions 
and potential development of tools to measure response shift.  Weaknesses of the RST include 
(a) the process leading to a response shift is unclear, (b) uncertainty why certain individuals 
experience a response shift and others do not, (c) the current RST does not address the 
individual’s readiness for change, and (d) varying definitions of a catalyst found within 
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literature.  Understanding present concepts and strengths and weaknesses paved the way for 
studying the applicability of the theory to HIMV users. 
The purpose of the single critical case study, “Home Invasive Mechanical Ventilation 
Users Quality of Life: Is Response Shift Theory Supported?” was to understand if RST is 
supported by research findings based on a single case design.  The study partially supported and 
provided additional evidence regarding QoL for HIMV users.  The case highlights that the 
initiation of HIMV is not always smooth even when previously discussed, QoL for those living 
on HIMV can be variable and affected by time, and the importance of communication and social 
participation to the HIMV user, a topic previously not explored.  The importance of concepts 
such as independent living, activity, and work and there link to perceived QoL were outlined in 
this study, yet previously not discussed in literature.  
This study will provide a future platform for continued HIMV research.  Additional 
research is planned to evaluate the link independent living, achieving independence, and self-
determination to QoL for HIMV users.  Results from this study will hopefully guide future 
interventions, outcomes, and best practices that focus on improving the QoL for HIMV users. 
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Approval Date:  
 
1. Project Title: Home Invasive Mechanical Ventilation Users Quality of Life: Is 
Response Shift Theory Supported?  
 
2. Principal Investigator: Casey Faigle BSN, RN 
  
3. Participant Name: 
 
4. Simple Description of Project Purpose:  The purpose of this research study is to 
explore the quality of life experienced by a person living on home invasive mechanical 
ventilation through interviews and potentially identify a theoretical research framework 
that helps to explain important quality of life concepts faced by those living on home 
invasive mechanical ventilation. 
5. Research Procedures: If you agree to be in this study, we will ask you to do the 
following things: 
a. Participate in interviews with the Principle Investigator (Casey Faigle) scheduled 
at a time that are convenient to you and located in your home.  Interviews will be 
conducted from January 2018 until May 2018.  Interviews will be tape recorded. 
b. Help identify documents, letters, other individuals known as key informants, or 
other items that may help the Principle Investigator, Casey Faigle, understand 
quality of life experienced by a person living on home invasive mechanical 
ventilation.  Before key informants are interviewed, the study participant must 
give the Principle Investigator, Casey Faigle, verbal permission 
 
6. Potential Risks:  The risk you may experience are minimal but may include 
changes in thought processes and emotions that could potentially be unpleasant.  
Handling of sensitive personal information may result in injury to you through an 
unintentional loss of confidentiality.  This will be avoided thru the use of deidentification 
of any data collected and using password protected electronic databases.  Youcan 
withdraw from the study at any point without fear or harm. 
Appendix B, continued 
7. Potential Benefits: Research findings will provide the basis for future research and 
possibly identify other factors that contribute to or detract from home invasive 
mechanical ventilation users quality of life.  This research study might lead to 
interventions that improve quality of life and change or improve home invasive 
mechanical ventilation users lives in the future. 
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nothing will happen to me. 
 
 
10. I have been promised that that my name or other identifying information will not 
be in any reports (presentations, publications) about this study unless I give my 
permission. The UT Tyler Institutional Review Board (the group that makes sure 
that research is done correctly and that procedures are in place to protect the 
safety of research participants) may look at the research documents. This is a 
part of their monitoring procedure and will be kept confidential.  
 
11. If I have any questions concerning my participation in this project, I will contact 
the principal researcher:   
 
12. If I have any questions concerning my rights as a research subject, I will contact 
Dr. Gloria Duke, Chair of the IRB, at (903) 566-7023, gduke@uttyler.edu. 
 
CONSENT/PERMISSION FOR PARTICIPATION IN THIS RESEARCH STUDY 
 
I have read and understood what has been explained to me. I give my permission 
to take part in this study as it is explained to me. I give the study researcher 
permission to register me in this study. I have received a signed copy of this 
consent form. 
Appendix B, continued 
_____________________________   _ ___  _ __________     _________ 
Signature of Participant  Date 
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_____________________________________  
Witness to Signature  
 
13. I have discussed this project with the participant, using language that is 
understandable and appropriate. I believe that I have fully informed this 
participant of the nature of this study and its possible benefits and risks. I believe 
the participant understood this explanation. 
 
 
  _________________________________ _______________ 
  Researcher/Principal Investigator    Date 
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Appendix C: Interview Guide 
Interview Schedule 
1. Tell me about yourself.  
2. Tell me about life before HIMV.  
3. Please share some important experiences that you had before HIMV.  
4. What happened to result in your being an HIMV user?  
5. Tell me about life after HIMV.  
6. What does it mean to be an HIMV user?  
7. How has living on HIMV affected you?  
8. Tell me about your experiences living on home invasive mechanical ventilation.  
9. How do you define QoL?  
10. Tell me about your quality of life before HIMV.  
11. What affects your QoL now?  
12. Do you have anything to add help me understand your QoL?  
13. Please describe your physical environment.  
14. Please share how your physical environment affects you.  
15. Have you made any changes in your environment since being placed on HIMV?  
16. Tell me about how you take care of / manage your health.  
17. What is it like when your health changes?  
18. How do you adapt to changes in your health status?  
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Appendix C, continued 
19. Tell me about your friends and family. Has HIMV impacted your relationships? If yes, tell 
me about that.  
20. Do you have anything to add that will explain what it is like when your health changes?  
21. Do you have anything to add that will explain how you respond to health changes?  
22. Do you have anything to add that will explain what it is like when your health changes?  
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Appendix D: Research Protocol 
Case Study Protocol 
A. Overview of the Case Study 
Research hypothesis and propositions:  (a) To what extent does RST explain QoL in a user of 
HIMV (b) How do RST concepts explain QoL in a user of HIMV and (c) why do RST concepts 
not explain QoL in a user of HIMV?  Propositions are RST concepts such as potential 
antecedents, mechanisms, catalyst, and associate response shift that affect QoL in the HIMV and 
their explanation of HIMV.  
1. The Theoretical Framework, Philosophical Underpinnings 
a. Response Shift Theory 
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Appendix D, Continued 
Concept Conceptual Definition Operational Definition 
Antecedents Antecedents are stable or 
dispositional characteristics 
of the individual (Schwartz et 
al., 2007) 
Examples include 
demographic information, 
education level, occupation, 
personality traits such as 
optimism and self-esteem, 
impairments, and spiritual 
identity 
Catalyst The role of a catalyst is to 
provide identification of a 
change in health status or 
related events hypothesized to 
have an impact on quality of 
life (Schwartz et al., 2007).   
Response Shift Theory 
authors have not explored 
operational definitions of 
catalyst.  Potential catalyst 
include hospitalizations, 
infections, and changes in 
environment. 
Mechanisms Mechanisms encompass 
behavioral and cognitive 
processes that are used to 
accommodate to changes 
induced by the catalyst 
(Schwartz et al., 2007).   
Response Shift Theory 
authors have not explored 
operational definitions of 
mechanisms.  Potential 
examples include coping, 
social comparison, social 
participation, and goal setting 
Response Shift Response shift is the process 
of change that leads to a 
potentially different standard, 
value, or life satisfaction 
(Sprangers & Schwartz, 
1999). 
 Examples include changes in 
internal standards, changes in 
values, or changes in life 
satisfaction.   
Quality of Life (QoL) Components of quality of life 
that are deemed important to 
the person, current 
functioning and satisfaction 
with functioning as identified 
by the person (Healthy 
People 2020) 
Components and factors of 
and individual’s life that are 
deemed important to that 
person. 
 
b. Philosophical Underpinnings: The core inquiry associated with realism is 
identifying the casual mechanism that explain how and why reality unfolds as it 
does in a particular context.  A key component to realism is the concept of causal 
mechanisms. 
B. Data Collection Plan 
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1.Type of Evidence: Prolonged interviews with structured and unstructured questions.  
Interviews will be tape recorded and transcribed within 24 hours of completion of 
interview.  Transcription and field notes will be reviewed prior to each interview 
session.  Direct observation will include observations of participant, home 
environment, and social environment.  Key informants such as caregivers will be 
identified by study participant.  Key informants can be included in interview should 
they consent.  Documents that provide collaboration of collected data should be 
copied or converted to PDF document for further analysis.  After the completion of 
each meeting with study participant, field notes and documentation should be 
complete.   
1. Data Collection Questions 
1. Following are strategic topics that according to the participant need to be 
understood in order to preserve the notion of realism. 
a. Establish chronological events as it pertains to disease progression and 
initiation of HIMV 
b. Complete both structure, unstructured, and observational data collection on 
antecedents, catalyst, mechanisms, response shift, and QoL through the 
participants voice 
2. Field Notes 
3. Data Shells 
C. Guide for Case Study Report 
1. The audience for this report will health care professionals to improved their 
knowledge of QoL and HIMV 
2. A classic single case study report will be used to describe and analyze the case for 
reporting purposes.  Text will be augmented with charts, graphics, and tables.   
The case study report will be complete, consider alternative perspectives, and incorporate 
sufficient evidence from the case study database 
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Appendix E: Biosketch 
OMB No. 0925-0001 and 0925-0002 (Rev. 09/17 Approved Through 03/31/2020) 
 
BIOGRAPHICAL SKETCH 
Provide the following information for the Senior/key personnel and other significant contributors. 
Follow this format for each person. DO NOT EXCEED FIVE PAGES. 
NAME: Faigle Shepard, Casey 
eRA COMMONS USER NAME (credential, e.g., agency login):  
POSITION TITLE: Registered Nurse 
EDUCATION/TRAINING (Begin with baccalaureate or other initial professional education, such 
as nursing, include postdoctoral training and residency training if applicable. Add/delete rows as 
necessary.)  
INSTITUTION AND LOCATION DEGREE 
(if applicable) 
END DATE 
MM/YYYY 
FIELD OF STUDY 
University of Texas , Tyler, Texas BSN 05/2008  
A. Personal Statement 
The purposes of this study were to determine the extent that Response Shift Theory (RST) explains 
quality of life (QoL) in a user of home invasive mechanical ventilation (HIMV), how RST concepts explain 
QoL in a user of HIMV and why RST concepts do not explain QoL in a user of HIMV. Three separate 
Response Shift Theory Loops (RSTLs) emerged from the data; move to independence, becoming a 
ventilator user, and potentially losing the ability to talk. These are presented chronologically and aim at 
answering the proposed research question and propositions. RSTLs are presented from the study 
participant’s perspective to help determine if and how the RST does or does not explain QoL in a single 
HIMV user. 
B. Positions and Honors 
Positions and Employment 
2008 - 2010 Registered Nurse, Ben Taub Hospital, Harris Health System 
2010 - 2016 Registered Nurse, Houston Methodist Hospital 
Other Experience and Professional Memberships 
2008 -  Member, Sigma Theta Tau 
 
